The hospice movement in Britain began within the charitable sector rather than the National Health Service because of its increased potential for organizational flexibility. Today we find services of equal quality within both sectors. One factor that distinguishes the two sectors is that local communities proudly and legally claim the charitable hospice as their own.
A major challenge facing these 'community owned' hospices is keeping their supporters on board as their services evolve and grow. Is the service provided meeting the needs for which the hospice first came into being? Does the community guide the future development of its hospice with the same degree of ownership that it had at the outset? Have key decision making powers been unwittingly delegated to various professionals or external authorities?
Various developments would now suggest that we are moving in a direction that does not build on our roots, but risks taking us irrevocably away from them. Below I focus on three of these and ask the question: who are we here for?
Admission and discharge policies
When general manager of St Luke's Hospice (Harrow & Brent) I went to speak to a team of shop volunteers who ran a second-hand furniture store opposite a site that we were planning to develop as a hospice. Full of myself, I began to describe our plans to develop a 'Centre of Excellence for Specialist Palliative Care'. Suddenly one of the volunteers interrupted me and asked, 'You are going to let people die here, aren't you?' On asking more I was told of a close friend who had been cared for in a neighbouring hospice, was then discharged into a nursing home because 'they didn't die quickly enough' but died within 24 hours in distressing circumstances. She continued: 'If you are not going to allow people to die here then my friends and I are not going to remain as volunteers in this charity shop. ' That conversation continues to haunt me. I read of increasingly short bed stays as complex physical problems are prioritized over other, equally complex but more drawn out and not so scientific social or psychological needs. Has it become the case that a carer driven to severe distress, if not near suicide or murder, and crying 'help', is less likely to obtain a bed for planned respite care for their loved one than is someone who needs to have their drugs balanced in order to control pain, particularly if the former is old and the latter young?
Alongside this is a perceived increase in staff stress. Time, which was at the very heart of what we had to give and was one of our unique selling points, is in danger of becoming a scarce commodity. Does less time for each patient lead to increased stress among staff?
Charitably run hospices are set up and funded in large part by the local community. We market our skills and facilities in helping people to die with care and dignity and to live until they die. If members of the community find they do not have access to our services when and for as long as they need them, because theirs is not the right type of dying, or the right speed, or the right complexity, then they will understandably feel betrayed, and we risk losing their support.
Who are we here for? All the dying or only those dying the 'right' way? As one new hospice chief executive recently said to me: 'What death is not important enough for here?'
Referral procedures
I heard a story about a teenage boy who arrived at a hospice at about two o'clock in the morning and asked to be admitted because he was dying. Within half an hour they were admitting him and he died but a few days later. Teenagers are notorious for living -and dying -in their own way and will be the sternest test of the flexibility of our services.
On a recent visit, I asked four hospices what they would do if a patient, or a carer, referred themselves in person. Three hospices would need a formal referral from a general practitioner (GP). If that patient or carer returned in person because their GP decided not to refer them, one hospice would even suggest that they get a referral from the hospital accident & emergency department. Only one of the four hospices would offer immediate assessment and admit them if necessary and possible, and then inform their GP.
Who are we here for? The patients and their carers or a system of medical protocol and etiquette? Does the desire to work in partnership with other professional carers necessarily mean that we have to buy into all of their procedures and practices?
I am sure that in the future we will see an increasing number of self-referrals. Our immediate response will send a sub-conscious message about whether we are providing a patient-and carercentred service.
The hospice movement has a pioneering history and many recognize it as having had a prophetic voice when it comes to speaking out on behalf of the dying. We lose the right to speak for the dying if they cease to be the guiding factor behind all of our policies and procedures however inconvenient that might be to ourselves or the other professionals with whom we work.
Terminology
Is the hospice movement in danger of becoming 'death denying'? Ours is certainly a society where death remains the last great taboo, but I had always thought that the hospice movement stood in opposition to this. But it is salutary to listen to the language hospices use about their services. 'Caring for the dying' has been replaced by 'caring for those who are terminally ill', which has been replaced by 'providing palliative care'.
It is very confusing to most people when we dress up our services in the jargon of specialist or generalist palliative care. I remain to be convinced that we have gained anything other than confusion from all of this terminology. Is the fear of upsetting patients by the use of too blatant terminology (death, terminal) symptomatic of preferring to collude with them rather than use our finely tuned communication skills to help them come to terms with their situation? Is this really for their comfort or for ours?
If we are not careful we will allow the future direction of our services to be dictated by the language we use to describe them. Before we know it we will have lost sight of our primary focus of caring for those who are dying.
Conclusion
The hospice movement took off as it did because it was patient focused, responding to the needs of dying individuals in a holistic manner with a focus on quality and dignity. That has not essentially changed. Our skills have developed and the way in which we describe ourselves has become more complicated but patients' needs are the same. Death remains a constant.
We have to be prepared to be inconvenienced by the needs of those we seek to serve. No one's dying should be expected to be convenient. There will always be a degree of anarchy about death. The challenge facing hospice services is to be flexible enough to accommodate that anarchy.
We began by developing skills which met the needs of the dying. Are we now in danger of only caring for those whose needs match our ever increasingly specialized skills? Are we undervaluing our core capacities of listening, communicating and loving?
The challenge confronting us does not change. It is to meet the needs of all the dying, and those who care for them, in the place of their choice and in a way that is most appropriate to them -wherever that may take us. It is unlikely to be back to where we started. To do otherwise will be to abandon the soul of the hospice movement.
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